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@5 WHAT'S HAPPENING

We've been busy! Please read, or at least scroll, all the way to the end so you don't miss anything!

october 19th & Zh

Run, walk, roll or stroll to support the
FamilieSCN2A Foundation!

% Join us (virtually) the weekend of October 19 & 20 for the 5th Annual
SCN2A Warrior Challenge!

This is a virtual event where you can pick the day and design the
course to fit your own challenge! Whether you're sprinting 100 meters,
tackling a mile, conquering a 5K, or pushing yourself for a 10K or

il beyond, this is your chance to make a difference. No matter the

~ distance or location, you can run, walk, roll in a wheelchair, or push a
== stroller to support a great cause. Register your TEAM today and make
every step count!


https://scn2a.org/
https://scn2a.org/
https://www.scn2a.org/
https://www.scn2a.org/warriorchallenge.html

$50K RAISED for FAMILIESCN2A in BUFFALO

@ FUNDRAISER

, We're thrilled to share that the 4th annual Golf Fore SCN2A event
< o~ at Springville Country Club in Buffalo, NY was a tremendous
o R » success! Despite the rain, the Egan family, in partnership with
A Mobile Primary Care, hosted an amazing event that united our
§eal community in support of The FamilieSCN2A Foundation,
! #SCN2A research, and awareness.

Thanks to the incredible efforts of everyone involved, we raised
nearly $50,000! We're deeply grateful to our dedicated golfers,
volunteers, sponsors, and generous donors. Your unwavering
commitment and enthusiasm truly made a difference!
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Riding for Rare Disease Research

The MDBR Pilot Grant Program is OPEN! Thanks to our Warrior Riders Team and a match from UPenn's
Orphan Disease Center, there is a $62.492 grant available to study SCN2A-Related Disorders!! This is a



https://www.scn2a.org/warriorchallenge.html
https://www.scn2a.org/golf-fore.html
https://www.facebook.com/hashtag/scn2a?__eep__=6&__cft__[0]=AZXXf30l_DalUODkosLm48YpLFDrI54p_SijOl848QnAh_H3W-0hzxRRGwC5TBDRNhTHL-LhKF7a24tDFhfh9MfRhS2dm7w9oCs0A5ymuZ_NiDgnLkGRSORTtBXUYOA256tpdfUG3eispUxN13pioySmFiinBgN1zy3iHoaQiIrSsLhXOlICVE6z1J2HsWSxegBt-I7exTijxXzh5z-3QpGn&__tn__=*NK-R
https://t.e2ma.net/click/xl1aji/hxreftmd/xdrx3mb
https://t.e2ma.net/click/xl1aji/hxreftmd/xdrx3mb
https://static1.squarespace.com/static/5fbd2cd686a75170665fde3e/t/66bbbe07160a4271a8eecd71/1723579912425/SCN2A.pdf

one-year grant and it's open to the international research community. APPLY TODAY!

SCN2A IN THE NEWS

2024 Action Potential Grantees

The FamilieSCN2A Foundation has awarded its competitive Action
Potential (AP) Grant to two young investigators: Megan Abbott, MD,
a pediatric neurology specialist at the Children’s Hospital of
ACTIUN Colorado; and Kathryn Salvati, PhD, a postdoctoral fellow at
PUTENTIAL University of California, San Francisco (UCSF).

Grantees each received $75,000 to further their SCN2A research.
SCNZA RESEARCHGRANT | The FamilieSCN2A Foundation is confident that these grants will act
as a catalyst towards the vision of a world with effective treatments
and cures for all SCN2A-related disorders.

LEARN MORE about Dr. Abbott (below left) Dr. Salvati (below right),

their projects, and the AP Grant.



https://www.orphandiseasecenter.med.upenn.edu/grants/event-five-pk3yg-b7zlm-m4ag9-e5ysf-xywgg-mrtjk
https://www.scn2a.org/news.html
https://www.scn2a.org/news.html
https://www.scn2a.org/news.html

Combined Federal Campaign

Learn more at GiveCFC.org

SCN2A
Multidisciplinary
Center

UTHealth

Houston
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Attention all Federal Employees and Retirees!

We are thrilled to share that we are taking part in the Combined
Federal Campaign starting this year! Federal employees and
retirees, keep an eye out for us in the CFC charity list. Our CFC
donor designation code is 85766. Your support will make a
meaningful difference in our community. Your donations, regardless
of size, send a powerful message of hope to our brave families!
Pledging has already commenced! LEARN MORE

SCN2A-Focused Care at UTHealth Houston

The new Multidisciplinary Center — the first of its kind in the world
— is led by faculty members with McGovern Medical School at
UTHealth Houston. Providers treat both children and adults with
SCN2A-related disorders, offering genetic counseling; specialized
care for epilepsy, autism, and movement disorders; and access to
other subspecialties. For an appointment, complete the form here.

Stay Tuned for an additional MDC location to be announced in
January 2025!

{ﬁﬁ GET INVOLVED

THE

DRAGONFLY
STUDY

GLOBAL SCN2A REGISTRY

WWW.SCN2A.ORG

Soar with SCN2A & Join the Registry
Where Dragonflies Inspire HOPE!

Welcome to The DRAGONFLY Study, a registry dedicated to
individuals and families impacted by SCN2A-related disorders,
serving as a central hub for sharing patient experiences and
contributing vital information to drive research forward.

Join us in building a stronger, more informed community and
making a lasting impact on the understanding and treatment of
SCN2A-related disorders. LEARN MORE & REGISTRATION



https://givecfc.org/
https://givecfc.org/
https://givecfc.org/?fbclid=IwZXh0bgNhZW0CMTAAAR17eaBF_KtYX6MC7FStXQM8vyBw_Oo0eLS2loAawle6KX4SvII-TJcVmzI_aem_WAYvAfXL8-hQLgKVVhINyQ
https://www.utphysicians.com/multidisciplinary-center-for-scn2a-related-disorders/
https://www.utphysicians.com/multidisciplinary-center-for-scn2a-related-disorders/
https://www.utphysicians.com/scn2a-center-appointment-request/?blm_aid=0
https://scn2a.iamrare.org/
https://scn2a.iamrare.org/
https://scn2a.iamrare.org/
https://dragonfly.nordregistry.com/

SCN2A Unraveéeled
#with Shawn Egan, PhD

Photo submissions for our 2025
Calendar is fast approaching!

Ready to give your Warrior a fresh new look in our
upcoming calendar? Send in your updated photos
to community.support@scn2a.org by September
30th.

Don't miss out — the new calendars will be
available for purchase starting this November!

By Shawn Egan, PhD, Chief Scientific Officer,
FamilieSCN2A Foundation

Praxis Precision Medicines put out a press release
this week announcing the early data from their
Prax562 Phase 2 trial.

The initial phase 2 data for Relutrigine (Prax-562)
looks promising for our community, and the update
that the trial is expanding to a registrational trial
(instead of starting a new study) is good news
because it could mean a shorter time to potential
approval. Although it's still early days with only
seven SCN2A patients dosed, the initial data
suggest that Relutrigine could have a material
benefit for our early-seizure onset (more gain-of-
function) SCN2A community. The trial showed
improvements in seizures, communication,
disruptive behaviors, and alerthess—areas our
community has highlighted as major unmet needs.

LEARN MORE

**Any specific company, products, processes, or
services by trade name, trademark, manufacturer,



mailto:community.support@scn2a.org
https://www.facebook.com/PraxisPrecisionMedicines?__cft__[0]=AZWA7RpHOqQ76zSPVpI6x4NCjDf5b6dMVLYsYyyGzQjZ8wR_BV5gGePjiQGlQ-w1ESM3h-Ux-HNClPZMyF8575qFrKAIOS_0DrGe7yBQ0cf30drqrNLr64eEoXRpDnT7blU3eWYNTEXfp1yU6SoP2pi7eCkH1Gh3VyEwlJ8lrJ-oo9dmYGDclhtFZ9N_ZPmqcrktQwUkJIs5h1NWbzl7Kn4t&__tn__=-]K-R
https://investors.praxismedicines.com/news-releases/news-release-details/praxis-precision-medicines-announces-positive-topline-results-0?fbclid=IwZXh0bgNhZW0CMTAAAR3mEznJfSQ8ajJGo7NwLyS05EcJmyOGo7Aee4TcGT3MmELAQEzKIer7jWU_aem_xZQUpDPxf2fGEhr4rz6rVg
https://scn2a.org/Promising-Initial-Relutrigine-Clinical-Data.html

or otherwise on the website or social media
platforms does not constitute or imply the
FamilieSCN2A endorsement, recommendation, or
favoring by the Foundation. We encourage any
interested participants to research, consult with
your doctor, ask questions, and get input from
multiple, unbiased resources.
https://www.scn2a.org/research-scn2a.html

The FamilieSCN2A Research Roundtable: A Family Perspective

"Hearing the updates from the scientists, listening
to their discussions about overcoming gaps in
academic research and barriers to drug
development, and conversing with them about their
findings fills me with relief and hope."

We recently asked Kellie Woodhouse and
Jonathan DuCharme to share their experiences
attending the SCN2A Research Roundtable as
parents of a child with an SRD. It is crucial that the
patient voice is integral to everything we do at the
FamilieSCN2A Foundation. Please take a minute
to read about Adeline and the positive impact of
attending_a Family and Professional Conference.

@E WELCOME TO THE TEAM

Please welcome Geoff Whitman to the FamilieSCN2A Foundation
Board of Trustees! Geoff is, first and foremost, father to sons Gryphon
and Jack and husband to wife, Jemina.

Geoff is an ardent believer in the statement “where there is a will, there
is a way” and that genetic diseases can become a thing of the past
with advances in research, treatment and education. He finds
inspiration in his family for all things but especially in his 13-year-old
son Gryphon, who has a published, disease-causing mutation of the
SCN2A gene. It is Geoff and Jemina’s belief that by working with the
FamilieSCN2A Foundation the lives of individuals like their son can be
improved.

Geoff has spent his career as an executive in the wine and spirits
business. He currently serves as Executive Vice President of Lloyd


https://www.scn2a.org/research-scn2a.html?fbclid=IwZXh0bgNhZW0CMTAAAR08I078EkN0mHYxP38ePEl77ygDyGCtR43T_U5Ja_tpl3NHZniDp1sYCmg_aem_UcHxrqEG3mvy9CUJkLRx0Q
https://scn2a.org/The-FamilieSCN2A-Research-Roundtable-A-Family-Perspective.html
https://scn2a.org/The-FamilieSCN2A-Research-Roundtable-A-Family-Perspective.html

Cellars and Prescription Vineyards, a Napa based fine wine
producer. Learn more about Geoff HERE!

| Welcome Lindsay Krauskopf as she joins our volunteer Community Support
i team!

Lindsay lives in Michigan with her husband, Dan, and their three children:
Juliet, Elijah, and SCN2A Warrior, Miles. Formerly a clinical therapist (LPC),
Lindsay now devotes her time to meeting the challenging needs of her
children, especially Miles, who requires extensive medical and therapy
support.

Lindsay is thrilled to be part of our Community Support team, aiming to help

M families feel supported and valued in the unique journey of navigating an

SCNZ2A diagnosis.

Learn more about Lindsay HERE!

We are happy to have Victoria Opthof-Cordaro join our mighty team of
volunteers in the mission to proclaim 2/24 as SCN2A Awareness Day in all 50
states!

Victoria an attorney residing in Bethlehem, PA, with husband, Nicholas,
daughter, Dahlia, and SCN2A warrior LJ who was diagnosed at the age of 2.
When she left her legal career to support LJ, Victoria got involved in
community organizing and special needs awareness. In 2022, she helped get
February 24th recognized as SCN2A Day in the Commonwealth of
Pennsylvania and spent a day in the capital lobbying and meeting legislators
to further SCN2A awareness. Learn more about Victoria HERE!

Feb. 24th is the official SCN2A Awareness Day in 12 states so we only
have 38 to go! SCN2A Awareness Day is key to fulfilling the Foundation's
mission to accelerate research, build community, and advocate to improve the
lives of those affected by SCN2A-Related Disorders around the world.

To start the proclamation process in your state in time for SCN2A Awareness
Day 2025, please email community.support@scn2a.org.

< I COMING UP



https://www.scn2a.org/team.html
https://www.scn2a.org/team.html
https://scn2a.org/team.html
https://scn2a.org/involved.html#aware
mailto:community.support@scn2a.org
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We're excited to invite all SCN2A impacted families to our upcoming Town Hall Meetings!

These virtual gatherings provide a valuable opportunity for us to come together, share experiences, and
discuss important topics related to SCN2A-related disorders (SRD).

When: Monthly on the 5th and 20th

After registering, you will receive a confirmation email containing information about joining the meeting.
We hope to see you there!

® FAMILIES

Is part of our name for a reason

Our Contact Information

*{{Organization Name}}*

*{{Organization Address}}* O ® @ @ e
*{{Organization Phone}}*

*{{Organization Website}}*

*{{Unsubscribe}}*


https://us02web.zoom.us/meeting/register/tZIucumtpz0oGNdFm69MdaciK8CbqF6zNiQW?fbclid=IwZXh0bgNhZW0CMTAAAR3EQ2hpjC9THydiTw32-a-K4BavUY1gztg8PRrbWcMnveSvEZsSblVuqR0_aem_AZntcsctZ1OEO0EitEIyMFWor26HD-u7hG0Wgd38ZWYpxmyvINsHVnDX5R9Jjwz9wAjLdAn3yAMtTVuNnzzCgCKT#/registration
https://scn2a.org/
https://scn2a.org/
https://www.facebook.com/FamilieSCN2AFoundation
https://www.facebook.com/FamilieSCN2AFoundation
https://twitter.com/FamilieSCN2A
https://twitter.com/FamilieSCN2A
https://www.instagram.com/familiescn2afoundation/
https://www.instagram.com/familiescn2afoundation/
https://www.linkedin.com/company/familiescn2a-foundation/
https://www.linkedin.com/company/familiescn2a-foundation/
mailto:info@scn2a.org
mailto:info@scn2a.org
https://www.scn2a.org/donate.html

